Patient Y had moved into the locality and had newly registered with the practice on a personal recommendation. General practitioners, he said, had been 'a bit funny with him in the past'. He was the last booked patient and clearly he needed longer than the standard 10 minutes. HIV positive, he had probably become infected during a weekend off from caring for his mother, who had died some years ago after a long period of dementia. While his sister took over, he would seize the opportunity to 'go out, go mad and hit the town'. He sat before me gaunt, smiling, his left ear multiply pierced, but without the accompanying ear-rings. He was friendly, calm, open and mild mannered.
Since the result of his HIV test returned some years back, he had kept clear, as far as possible, from doctors and other health professionals. Part of the reason was a feeling that, when he does seek help from general practitioners, he is shunned, not looked at and ushered out of the surgery emotionally if not practically. He does not believe in drugs for HIV, and he admits to being intimidated (usually in the London teaching hospitals) by the AIDS jargon of T4 counts, viral load tests and so on. On one occasion a junior doctor had tried to persuade him to take HIV-related medication without adequately explaining why; he had been made to feel like an 'itinerant schoolboy', especially when told off for questioning doctor's orders. Patient Y, a man in his 40s, had much more life-experience than this young doctor who was urging him to join the ranks of the sick and ill.
Several things surprised me about this brief consultation. First, despite his ambiguous attitude to general practitioners, he declared without prompting that he was still seeking one who would treat him without prejudice ('I definitely want a GP to be involved in my care'). I had a strong impression of evasiveness where his health was concerned. Why had he consulted now? I never found the real reason, though doubtless his continued weight loss and feeling of being generally unwell were part of it.
Second it seems that, even in the late 1990s, some HIV positive patients must go to extraordinary lengths to find a sympathetic general practitioner. Is it because, as pundits used to say, the infection involves the combination of disease, sex and death? Third, I found myself admiring this man's courage and determination to 'stay off all drugs'. Whether the doctors at the teaching hospital (it is easy to criticize) are telling him that there is no real choice is difficult to find out. Patient Y sees the unidirectional message 'you must start on the medication before it's too late' as negative and unhelpful-designed to frighten and intimidate. So he goes in search of a service, or a clinician therein, who will better meet his particular needs. But are they so particular to be listened to, to participate in decisions? These sound rather normal, well within the capabilities of most doctors and their respective trusts. Patient Y told me of his plan to 'change hospitals' and I suggested he should at least maintain a link with the present teaching hospital. I also suggested he could use us in the practice to explore some of these issues if he was confused about any of them.
I found the consultation difficult for many reasons, some rational (why, after all, did he feel he was treated so badly by other doctors?), others not so (should our practice continue to attract patients with HIV?). It was difficult because I knew he probably ought to be taking some form of medication, even only to protect against opportunistic infections such as Pneumocystis carinii pneumonia. But I could not broach this subject for fear he would think I was like everyone else, pushing my pills first and worrying about the consequences later. The last time I saw a patient like this he quickly changed hospitals and then moved home; I never saw him again. I am determined that Patient Y should be the decision-maker here the prime decision-maker in his continuing process of care. Department of Primary Care and Population Sciences, Royal Free Campus, Royal Free and University College London, London NW3 2PF, UK
